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ABSTRACT
The purpose of this study was to discover the impact Tourette's syndrome
has on families; specifically, fathers, mothers, and children diagnosed with
Tourette's syndrome. More specifically, what is the impact of Tourette's
syndrome on fathers who have a child with Tourette's syndrome7 What is the
impact of Tourette's syndrome on mothers who have a child with Tourette's
syndrome7 What is the impact of Tourette's syndrome on a child with Tourette's
syndrome?
Three families were selected as participants. All families had at least one
child, ages 10-21 medically diagnosed with Tourette's syndrome.
Qualitative research methods included initial visits and interviews, follow
up interviews, and observations. These methods were used to investigate family
perceptions on the impact of having a child with Tourette's syndrome in the
family and included the perspectives of fathers, mothers and children diagnosed
with Tourette's syndrome.
The overall assertion was that families who have a child with Tourette's
syndrome want to be accepted and supported in their communities and are
willing to share their experiences to help other families with Tourette's
syndrome.
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Fathers identified with their families and were strong supporters of their
families They appreciated support from the community and viewed themselves
as advocates for their families. Fathers acknowledged that because of Tourette's
syndrome, their families have been viewed differently within their communities
than other families, but this made them a stronger family.
Mothers identified with their emotions and took pride in their nurturing
role as a mother. They openly expressed their feelings and the impact that
Tourette's syndrome has had on their families. Mothers continued *o identify
with their role as caregiver.
The children in the study identified with their parents. They felt that each
parent was supportive, however, fathers and mothers had different ways of
relating to their child. They felt accepted in their communities when the public
was familiar with Tourette's syndrome, although they think Tourette's syndrome
can be a problem in certain settings when the public misinterprets symptoms. In
the children’s eyes, Tourette's is not a disability, ami they took pnde in
themselves, probably due to the support they received from their families

xii

CHAPTER I
INTRODUCTION
My first experiences in parenting revolved around a child who by the age
of five was diagnosed with onset pervasive developmental disorder. Because of
his hyperactivity, he was prescribed several different medications over the next
three years. One of the medications prescribed for him was Ritalin. Within two
weeks after being given this medication, he developed motor and vocal tics. As
a result of this behavior, my family and I began to search extensively for a cause
of his bizarre behavior. We spent many hours at medical facilities ( e.g.,
obtaining psychological tests for our son, having him undergo allergy tests,
trying diets like the Fiengold diet) until eventually at age nine, ire was medically
diagnosed with Tourette's syndrome (T5).
Not only did we try medical treatment and diets, we actually had our son
attend a school in Minnesota to deal with children with behavior problems. He
lived away from our home for three years. This hardship on our family was often
heartbreaking. We saw our son twice a month for two years. We were able to
bring him home for a two week summer vacation twice. It was as if we had
given our son away. Both my husband and I felt it was the right thing to do, but
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at times we both felt deeply guilty for actually having our son attend a residential
setting to control his behavior.
While my family struggled with feelings of guilt, the public was not so
understanding. I had people in our community ask me if our son was ever going
to get out of the institution we had put him in. I even had my best friend ask
me, "Why did you sent him away7 I can teach him how to behave if you can't.
Maybe you just need parenting lessens."
Subsequently, I began a teaching career in special education. It was
during my teaching experiences that I had the fortunate experience of being
guided by a psychologist and two physicians who taught me a great deal about
Tourette's syndrome or TS. In the years that followed, I continued to research
Tourette's syndrome. I discovered that there appeared to be different
perceptions among parents regarding their children diagnosed with TS. Through
an extensive review of recent research, l discovered that controversy remains
about the symptoms and characteristics of an individual with Tourette's
syndrome and related disorders.
After discussing my son's symptoms with many other parents who had a
child with Tourette's syndrome, it appeared to me that the characteristics of this
disorder were most difficult for parents, especially, to deal with, and also for the
child diagnosed with Tourette's syndrome. Often parents of children with TS
have suggested their child just has a nervous habit. This sugge. cion may cause

conflict between the child and the parent and can put a lot of pressure on the
child.
Having our firstborn son diagnosed with Tourette's syndrome was actually
a relief. Our son's difficulties resulted from a disability, not from inadequate
parenting styles on our part. However, our knowledge did not solve his ongoing
needs between home, school and community.
Having a child with Tourette's syndrome affects the entire family. My
husband and I would take turns trying to get our son to bed. This often resulted
in one of us entertaining him the entire night and then keeping the other parent
and his sister up too. There were no babysitters that would take care of him
because they were afraid of him and there were no family vacations.
During my son's school years, we spent hours advocating for a program to
meet his needs and discovered that such a program did not exist. We could not
take him out to a restaurant until he was twelve years old. Before that time, he
would sit under tables, pull down table clothes, puli glasses off of customers and
throw things. Despite ail these years of difficulties parenting a child with
Tourette's syndrome or maybe because of my difficulties, I remained interested
in advocacy for my son and in studying the evolving history and research in the
area of Tourette's syndrome.
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Definition of Tourette's Syndrome
Shimberg (1992) described symptoms of Tourette's syndrome as motor or
involuntary movements of the face, arms, limbs and/or trunk, which are frequent
and repetitive. The most common first symptom is a facial tic, (e.g., eye blink,
nose twitch, grimace), and is replaced by or added to with other tics of the neck,
trunk and/or limbs. While in most cases there are multiple tics, only part of the
body need be involved.
The involuntary movements may also be complicated, Involving the entire
body, such as kicking, stamping, and/or hopping. Repetitive thoughts and
movements and compulsive behavior can also occur, including breaking objects,
checking repeatedly to see if doors are locked or the stove is off. In addition,
there are verbal tics. These verbal tics or noises are usually added to the
involuntary movements or may replace one or more of the motor tics. They
include a wide variety of sounds such as grunting, throat clearing, shouting,
barkkag, inarticulate sounds, sniffing, snorting, and hissing.
While motor tics usually appear first, involuntary sounds may be the first
symptoms, or movements and sounds may occur together. Neither echofalia
(repeating words of others) or coprolalia (saying obscene words involuntarily)
are essential for diagnosis. However, all individuals with Tourette's syndrome
have symptoms including involuntary movements and some vocalizations. The
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symptoms wax and wane with old symptoms being replaced by new ones, or
new symptoms being added to the old ones. (Shimberg, 1992, p. 1)
Many controversies remain concerning Tourette’s syndrome and its range
of clinical expression. Bruun, Cohen, and Leckman (1990) stated a principal area
of controversy concerns "associated" features of Tourette's syndrome (e.g.,
obsessive compulsions, attention difficulties, impulsivity, personality problems).
Questions are present concerning whether oi not "associated" features
are secondary to an individual's tic problems, whether they reflect the same
underlying patho-biological process or whether they are independent. The
Diagnostic Statistical Manual (DSM-IV-TR) (American Psychiatric Association,
2000. sect. 307.23, p. 100) places emphasis on defining motor and phonic tics
and identifies the following four criteria;
1.

Both multiple motor tics' and one or more vocal tics have been present
at some time during the illness, although not necessarily concurrently
(A tic is a sudden non-rhythmic, stereotyped motor movement or
vocalization).

2.

The tics occur many times a day (usually in bouts), nearly every day,
or intermittently throughout a period of more than one year, and
during this period there was never a tic-free period of more than
three consecutive months.

3.

Onset is before age 18.
5

~Hie disturbance is not due to the direct physiological effects of
substance (e.g,, stimulants) or a general medical condition (e.g.,
Huntington’s disease or post-viral encephalitis).
The broad clinical picture of Tourette's syndrome has changed little since
it was first described nearly a century ago. Reseat chers reported clinical
observations of characteristics of Tourette's syndrome date as far back as the
late I9m century. The DSM fV-TR (American Psychiatric Association, 2000. sect.
307.23) claribed the syndrome with diagnostic criteria. Research showed that in
Tourette's syndrome something is wrong with the way in which the brain
produces or uses important substances called neurotransmitters, which control
how signals are sent along the nerve cells. Although the neurotransmitters
dopamine and serotonin, have also been implicated in Tourette's syndrome,
noradrenaline is thought to be the most important stimulant affecting Tourette's
syndrome (Cramet, 1999).
Impact on Families
Tourette's syndrome causes a strain on the an individual, but also on the
individual's families (Bruun, 1984; Fuitori, 1988). Because of this strain, affected
individuals ^nd their families need help and it is important to provide support for
them. Behmo the unusual movements of the individual with Tourette’s
syndrome is someone who desperately wants to be norma! and who needs to be
understood as a person.
6

Hughes (1990) addressed the criticism and harsh judgments often placed
on the parent(s) of the individual with Tourette's syndrome. This is particularly
due to the behaviors encountered by a public who does not understand the
neurological basis for the miscondu t. People are quick to judge, criticize, and
blame parents who are often ready to fat! apart as a result of the daily strain of
coping with the disability.
Hearle (1992) stated:
Often parents spend months or years desperately seeking an
explanation for their child's nuzzling behavior. They get conflicting
advice from family, friends, and doctors. Many parents are blamed
for the very behavior they would do anything to understand. And
depending on how their child is doing and what the latest doctor
says, they may be alternately buoyed up by hopefulness or
paralyzed by dread, (p. 11)
Despite the family's feelings, parents and other family members need to
educate themselves on Tourette's syndrome to assist the individual affected by
the syndrome in managing the disorder. It is often difficult for the family to
understand behaviors which are beyond the control of the individual affected
with the syndrome and which can be and should be controlled (Bruun, 1984).
Support groups for parents of children with Tourette's syndrome can give
families the understanding that is needed. With this understanding of Tourette's
syndrome, a family can go even deeper, getting to know how it feels to have
Tourette's syndrome (Hearle, 1992).
Shimberg (1992) stated;
It is easy to deny the diagnosis. Since Tourette's syndrome
symptoms typically wax and wane, becoming more severe, then
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less severe, it is normai to think, maybe it is just a nervous habit
that will go away. Unfortunately, this feeling is often reinforced by
the many physicians and/or psychologists treating the child. Many
professionals have been taught that tics are merely nervous habits
(sometimes caused by pushy parents) which will eventually dear
up if the parents stop pressuring the child. This adds to your
feeling of tension and guilt as you try to figure out what you are
doing wrong, (p.2)
Additional strain may be placed on families because individuals with
Tourette's syndrome may suppress their tics for short periods of time.
Individuals may suppress their tics until returning home where they feel safe to
allow their full expression. It is often helpful for some individuals with Tourette's
syndrome to be allowed a release (space) to discharge their tics in privacy'
(Hearle, 1992). This may be done at work, home, and school. This may also
assist in preventing severe family problems.
Another difficulty is that individuals with Tourette's syndrome view their
families as leading very different social lives than other families (Shimberg,
1992). Tourette's syndrome affects the structure within the family and an
individual with Tourette's syndrome often requires more direct time with family
members due to symptoms from the disorder. As a result of the energy and
time required to provide for the needs of the individual with Tourette's
syndrome, a family with such an individual may have less flexibility in their
scnedule for spending time outside the home. For other children in the same
family, the needs of the child with Tourette's syndrome make it a family affair.
Attention given the child with Tourette's syndrome may take away time from the
8

other children in the family, leaving the other children wondering what was
wrong, blaming each other for difficulties experienced in the family, or blaming
the child affected with the disorder for problems endured by the family
(Shimberg, 1992).
Seligman and Hilkevich (1992) shared an account of a young man named
Adam in a book titled, " Don't Think About Monkeys."
Adam Deprice is so Tourettic that he sometimes cannot even use a
pen to write out checks or sign his name to documents. His
muscular tics were timed at 200 a minute. They caused painful
swelling of the neck from an unrelenting build up of iactic acid.
Before entering school his parents were told he would be
institutionalized. Later in junior high school, he was informed he
would not "amount to anything...."
The guy we talked to [Adam Deprice] has been appointed to
the Mayor's Advisory Council (for handicapped persons) in Cherry
Hill, New Jersey. He is the co-editor of a Micro-computer user
newsletter to the New .Jersey Institute of technology. He is an "A"
average Computer Science college freshman who tested out of so
many courses he expects to achieve his Master's degree four years
from this writing and a first year college student with the distinction
of being assigned independent research by his mathematical
professor. Juniors and seniors constantly seek him for his tutelage.
Adam Deprice shares these statements:
I, for one, do not intend to allow the misfortunes of the past to
stand in my way. I am presently a second semester freshman in
college, taking mostly junior level courses. I plan to become well
known and respected in my chosen field of Computer and
Information Sciences. Everyone I meet along the way will learn
that people with Tourette syndrome are not crazy or weird. They
are people with a handicap. They are people with potential. They
are, above all, people . . . with feelings, (p. 8)
Matt, a tweive-year-old boy with socialization problems stated:
In first grade I started noticing things were different about me from
the other kids. Things that were, to say the least weird. . . . I
9

rolled my eyes, made strange faces at the teacher who took it
personally, and found myself barking and sniffing and clearing my
throat. At summer camp that year my arm flapping earned me the
name of "chicken man." I began getting mad at the whole world
and confused about what was going on with me.
Second grade made it worse. I was different and bigger
than the other kids and constantly picked on, picking fights, calling
me names. . . . I was always getting blamed for things I did not
do. . . . I wasn't liked and my classmates were afraid of me and
my strangeness.
Fifth grade was a living hell. The ^eatings from other kids
got worse and I came home with bruises. I liked myself sometimes
and other times I felt like dying. People don't understand that
Tourette syndrome runs deeper than making noises and movement
. . . it involves feelings as [of] abuse and inner hatred and
emotional pain that encourages fantasies of suicide and death.
Fve now got used to Tourette syndrome.
Marriage is
another goal in life. Nobody should pick on others for the fun of it.
Tourette syndrome people especially know what it is like to be
harassed and tend to be more respectful of other's feelings.
Given the chance not to have Tourette syndrome I wouid
decline, it is part of myself. Sometimes I wonder that if I didn't
have Tourette syndrome, would I be who I am today? I feel that
Tourette syndrome has made me a better person and I would not
want to be anyone else. (Seiigman & Hilkevich, 1992, p. 10)
Purpose of the Study
The purpose of this study was to discover the impact of Tourette's
syndrome on selected family members and on children diagnosed with Tourette's
syndrome. What is the impact of Tourette's syndrome on fathers who have a
child with Tourette's syndrome? What is the impact of Tourette's syndrome on
mothers who have a child with Tourette's syndrome7 What is the impact of
Tourette's syndrome on a chiid diagnosed with Tourette's syndrome?
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After a review of the literature, I have determined that there is iittie
anecdotal evidence about the impact of Tourette's syndrome on families. Most
of the research that has been completed thus far has focused on the medical
causes of Tourette's syndrome, how to accommodate children in school and how
to cope within family environments where individuals with Tourette's syndrome
deai with the day to day symptoms of this disease. There is Iittie research that
looks at the impact of Tourette's syndrome on families.
Need for the Study
Erickson (1998) identified the review of literature as a generation of key
linkages among various items of data. The key to a linkage is to connect many
items of raw data to analogous instances of tfye same phenomenon. In this
case, the difference between a family with one child and a family with more than
one child may have a distinct effect on how children and parents deal with
Tourette's syndrome. Data from interviews and observations collected during
this study may show the impact of Tourette's syndrome on families. It was
anticipated tnat this study may also provide blueprints on family relationships,
which would be beneficial to both parents and teachers.
Significance of the Study
McGruther (1996) reported as many as 1 in 100 people have Tourette's
syndrome (T5), but very few actually manifest the complex tics or multiple
symptoms. Since the disorder is genetically dominant, it tends to affect entire
11

familial lines, and can be seen across generations. McGruther described a family
of six, where two boys tended to repeat what was said to them and had trouble
in school for yelling obscenities in class, Two of the other children, girls, had
problems with constant fidgeting, which disrupted their ability to sit still In
school. The remaining two children showed no peculiar habits. The father anc
the father's mother showed some behaviors similar to the father's children.
There is a great deal of uncertainty about Tourette’s syndrome and until more
family studies are completed, much of the guesswork with the disorder and its
associated features will continue.
I felt there was much to learn about Tourette’s syndrome, partu. arly in
the area of family members inheriting the disease possibly through emetics as
opposed to the disease being caused by environmental factors.

orook

(2002) reported that there are conflicting results in research c

ie mode of

inheritance for Tourette's syndrome. Conflicting results may oe attributable to
methodological differences in family ascertainment, phenotypic definition,
diagnostic assessment and data analytic approaches, but they may also
represent true differences among family genetics and environment. As a way of
increasing the knowledge base of the unique differences within families, I
investigated parent/chiid relationships to see if there were similar patterns. I
believed that one of the best ways to learn more about the lives of families who
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have a child with Tourette's syndrome was to talk to those families and observe
them,
Delimitations
I intended to define the impact of Tourette's syndrome on families on the
basis of the descriptive, interpretive, and theoretical validity of the conclusions of
tJiss study; conclusions which depend upon the internal generalization of the data
collected from participants.
1.

This study was confined to three families in the upper Midwest who
each had a child medically diagnosed with Tourette's syndrome. This
study did not make a distinction among families based on sex, age,
ethnicity, socio-economic status, nationality, or religion.

2.

The information I received from participants was based on their
responses to questions from the study.

3.

The information I received from participants was based on their
everyday activities. I did not design specific activities to produce
unambiguous outcomes.
Definition of Terms

All definition of terms was obtained from the Institute of Child Health
(1996) with the exception of Attention Deficit Hyperactivity Disorder and
Obsessive Compulsive Disorder. Respective references follow these terms.
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Attention Deficit Hyperactivity Disorder (ADHD): a disturbance fasting at
least six months in which an individual may exhibit eight of the
following characteristics; (a) fidgety, (b) difficult/ remaining seated,
(c) distractible, (d) difficulty waiting turns, (e) frequently blurting
out answers, (f) difficulty following directions, (g) often does not
complete assignments, (h) difficulty playing quietly, (i) excessive
talking, (j) interrupting, (k.) problems with listening skills, (I)
frequently losing necessary things, and (m) engaging in physically
dangerous activities (Dernars, 1993)
Compulsive Disorder: having to do with, or result1 g from compulsion,
upset from the norma!
Corpralia: shouting of obscenities
Dopamine: a substance essential to normal activity in the brain, an
immediate biochemical product in the synthesis of a chemical called
norepinephrine
Echolaiia: automatic repetition by person with TS of words spoken in the
person's presence, may be a sign of mental illness
Motor tic: involuntary, regular, repeated, spasmodic contraction of a
muscle, generally neurotic in origin
Neurotransmitter: chemical substance between nerve cells in the brain
that allows the transmission of impulse from one nerve to another
14

Noradrenaltn (norepinephrine): related to epinephrine secreted to the
adrenal medulla, assists in transmitting nerve impulses
Obsessive Compulsive Disorder: disorder involving obsessive compulsive
behavior, which severely interferes with life functions (DSM-IV-TR)
Palilalia: involuntary repeating of words
Tic: involuntary regular and repeated contraction of a muscle
Vocal Tic: involuntary repeated muscle contraction that affects vocal
patterns
Organization of the StudyChapter 1 of this study has included an introduction to the study with
background information, the purpose of the study and the definition and
characteristics of Tourette's syndrome, Also addressed was the need for and
significance of the study, as well as delimitations.
The research methodology will be addressed in Chapter II. This includes
information on the qualitative methods used to gather and analyze the data. A
detailed discussion of the exact procedures used will be included. There is a
section on data analysis containing a description of the process of coding data
and identifying theme patterns, and assertions.
In Chapter III, a rich description of each participant wiil provide the
reader with a clear portrait of the family members. There are descriptions of the
interviews and frce-to-face visits. Chapter IV includes presenting themes with
15

assertions. Each theme will be supported by precise narrative taken from the
data and a discussion of interrelated literature. Rnaliy, this study concludes in
Chapter V with a summary, conclusions, limitations, implications and my personal
views.
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CHAPTER II

METHODOLOGY
The purpose of this study was to discover the impact of Tourette's
syndrome on sefected family members and on the children in the family affected
by Tourette's syndrome. What is the impact of Tourette's syndrome or; fathers
who have a child with Tourette's syndrome7 What is the impact of Tourette's
syndrome on mothers who have a child with Tourette's syndrome7 What is the
impact of Tourette's syndrome on a child with Tourette’s syndrome7
By means of qualitative research methods, one is given the opportunity to
learn more about a phenomenon where little is known or to gain new views on a
topic that has been researched before (Strauss & Corbin, 1990). In order to
learn about die impact of Tourette's syndrome on a child with Tourette's
syndrome and the impact of Tourette's syndrome on his/her parents, it was
necessary to conduct this research through the use of qualitative design. Asking
individuals with Tourette's syndrome about their experiences with Tourette's
syndrome ano asking parents about their experiences with their child who has
Tourette's syndrome may have closely represented real l«fe situations. In this
study, I used open-ended questions to search out and “reveal" what was
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important to understand about experiences of a family, in which an individual
diagnosed with Tourette's syndrome was a member.
Qualitative Research Techniques
This study integrated qualitative research techniques. Qualitative
research includes a centra! understanding of human behavior from the
researcher frame of reference. When conducting qualitative research, it is
important to remember to keep research grounded, discovery oriented,
exploratory, open for expansion, descriptive and inductive. The focus in this
study was on the participants and what effects Tourette's syndrome had on
selected family members. I needed to focus on what participants actually told
me, not on what I assumed they might mean to tell me.
In order to learn about the impact of Tourette's syndrome on families
using qualitative design methods, I attempted to obtain information from families
through observation, and also by listening to them answer my questions about
their experiences. This format was designed to enable me to understand the
experiences of the families being studied through actual family interviewing and
by the more subtle method of quiet observation.
Maxwell (1996) discussed the immediate results of observation as being
simply description, but this is equally true of interviewing. Interviewing gives
you the description of what the informants said, nor a direct understanding of
their perspective. Generating an interpretation of someone's perspective is
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inherently a matter of inference from descriptions of his (or her) behavior
(including verbal behavior), whether the data is derived from observations,
interviews, or some other source such as written documents (Maxwell, 1996).
Qualitative research is composed of developing patterns from observation
and inquiry of the unknown, Glesne (1999), stated, "The use of multiple datacollection methods contributes to the trustworthiness of the data; this is
commonly referred to as trianguiation, which reduces threats to validity" (p.19).
Therefore, the pian for this study used several sources of data collection, which
were obtained through parent and child written correspondence, taped
interviews and observations.
The raw data obtained from interviews and observations were translated
into codes, which Maxwell (1996) described as the main categorizing strategy in
qualitative research. This process helped me to break apart data and rearrange
it into categories, and facilitated the comparison of data between categories,
creating possible concepts.
Maxwell (1996) described validity as a fairly straightforward,
commensurate way to refer to the correctness or credibility of a description,
conclusion, explanation, interpretation, or other sort of account. In this study,
data was obtained objectively in the discovery of possible themes.
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Research Design
Geertz (1976) described designing qualitative research as an interactive
process that involves "tacking" back and forth between the different components
of the design, assessing the implications of purposes, theory, research questions,
methods and validity threats from one another (p. 235). Such an interactive
model is more compatible with the definition of design as the arrangement of
elements governing the functioning of a study than it is with design as a preestablished plan for carrying out the study or as a sequence of steps in
conducting the study (Maxwell, 1995). The mode! 1 used is outlined with five
components characterized by Maxwell as purpose of the study, conceptual
context, research questions, methods and validity.
Purpose
The purpose of this study was to discover the impact of Tourette's
syndrome on selected ramily members of children with Tourette's syndrome and
on the children affected by the syndrome, themselves. The results were not
expected to be generalized but rather to provide a better understanding of the
impact of Tourette's syndrome on families, specifically, between the interactions
between the father and the child who has Tourette's syndrome and between the
mother and the child who has Tourette's syndrome. As previously mentioned,
there is no anecdotal evidence regarding this phenomenon and likewise, there is

little research that looks at the impact of Tourette's syndrome in a systematic
manner.
Conceptual Context
Qualitative research methods allowed me to look for patterns in the
experiences of families who have a child with Tourette's syndrome. Through this
study, I acquired a centra! understanding of human behavior from the researcher
frame of reference. During this study, I attempted to keep the research
grounded, discovery oriented, and open for expansion. I strove to maintain a
process oriented approach as opposed to a generalized and holistic approach.
The focus was on the participants as they described their life experiences.
Results were not expected to be generalized, but rather would provide more of
an understanding of the participants' life experiences and interactions from their
own perspective.
Research Questions
The purpose of this study was to discover the impact of Tourette's
syndrome on selected family members including: the father, the mother, and
the child diagnosed with the syndrome. What is the impact of Tourette's
syndrome on fathers who have a child with Tourette's syndrome? What is the
impact of Tourette's syndrome on mothers who have a chiid with Tourette's
syndrome? What is the impact of Tourette's syndrome on the child himself (or
herself) with Tourette's syndrome?
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Methods
Selection o f Participants
Each family involved in this study had a child medically diagnosed with
Tourette's syndrome. The parents and the child affected by Tourette's syndrome
were considered the participants. Additional children in each family who were
not diagnosed with Tourette’s syndrome were not included in this study. Each
child having Tourette's is a unique individual, yet each fits the diagnostic criteria
in the DSM-IV-TR. Each participant with Tourette's syndrome may have varied
symptoms, but each individual agrees with their diagnosis.
The participants were selected through networking contacts. The first
participant I met in this study came to me from a referral by a colleague after he
requested guidance in planning his educational program. He later asked his
family to volunteer for this study. The family agreed. Hie second participant
family, with two children who have Tourette's syndrome, was referred to me by
a student who was not sure if both children in the family had been diagnosed
with Tourette's syndrome, but knew one child had been for sure. This student
asked the family and they agreed to meet with me. After we met, the family
agreed to volunteer for this study. The third participating family heard about my
study from a friend and obtained my e-mail address. The mother later e-mailed
and asked if I could share with them any information about Tourette's syndrome

because their son had recently been diagnosed with Tourette's syndrome. We
met and this family volunteered to participate.
Initial interviews with families concerning their willingness to participate
and alt foilow-up visits were conducted in private settings such as a college
meeting room or a high school office. Because the participants were located in
areas distant from where I live, the participants selected the setting. I did not
go into private homes. All interviews that followed the initial interviews were
held in the same settings as the initial interviews in an effort to make
participants as comfortable as possible.
Initial interviews were completed in locations convenient for the
participants. One 21-year old participant arranged a meeting that would work
for me and his family. He selected a meeting room in a college. The room was
spacious with couches to sit on. The father, mother, the 21-year old with
Tourette's syndrome, and his younger sister attended.
The initial interview with the family who have two children with Tourett
syndrome, ages 16 and 17, was held in a meeting room at tboi-

ol. The

meeting room was located two doors away from the administration office.
Because of their busy schedi tieand then

with the father and son (age 16) together

dy. Later, I then met with their daughter (age 17) and mother.

The room was located in an older school building with high ceilings. There were
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two tabies with chairs in the room and we sat at one of the taoies. There were
two doors, however, both were dosed to provide for

confidential setting.

The initial interview with the family who have the youngest (age 10)
partidpant with Tourette's syndrome took place in a college study area and
classroom. There were several tabies, plants, and ample lighting. I interviewed
the mother first. Two weeks later, the mother invited her husband and their son
to the same location for an interview with me.
After initial interviews, each parent participant signed a consent form.
Children with Tourette's syndrome in each family signed a consent form that was
also supported by their parent's signature. Each interviewee was assured in
writing that they had the right to stop participation in this research project at any
time. The participants could also have any information shared with me removed
from the transcriptions. I met with each participant for one hour during the
initial visits.
Data Collection
Data for this study was collected during twelve months of research. The
data was collected from interviews, participants' written responses, observations,
and persona! field notes. I estab’ished rapport with the families as a whole and
then interviewed each family participant in the study separately. I was able to
have in-depth conversations with them during interview sessions and would ask
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for clarification as needed. I visited with each family separately and did not
share data from one family to another.
The first interview with an entire family lasted one hour. These interviews
were not taped, but observations and notes about their family size and family
history were made and shared with the participants for their feedback and
clarification. I did a second interview with the same family members
approximately three to six months after the first visits. The interview questions
were open-ended and designed to identify what the participants felt was
important for the researcher to understand.
The first interview questions were, "Tel! me about your family" and "Can
you tell me about how you were diagnosed with Tourette's syndrome?" Each
question remained open-ended allowing for essential meanings to be discovered.
On return visits for the second interview at three sites in the upper
Midwest, participants were scheduled to meet for periods of thirty to forty-five
minutes. During these interviews, participants were audiotaped and
observational notes were made. The transcribing was done soon after I returned
home (and the information was stilt fresh in my mind) and responses were
recorded verbatim .
Over the course of twelve months, I corresponded by phone, written
communication and e-mail regularly with the participants. This correspondence
varied among families as questions arose about the study, transcriptions and
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data. The number of times f corresponded with each participant ranged from
four to seven times. Each participant also edited what I had transcribed to
clarify or remove any data, that they wished to avoid sharing. Ali participants did
this on a number of occasions.
Subsequent interview sessions differed from the taped interviews as the
questions asked were designed to elaborate on the original open-ended
questions. After I had listened to the original tapes after each interview, I
transcribed them verbatim. I reviewed the transcriptions and then wrote my
personal notes in the margins. When I did not understand their comments, I
asked the participants to clarify their responses. These made the responses
much richer than the original interviews. This review and reflection of the
participant's response's made the chances of reaching a premature conclusion
unlikely.
In addition to the interview data, I made observational notes during
interviews of participant behavior. I felt these notes may have provided data
about family interactions that could be useful during data analysis.
The data was analyzed and reviewed during the entire qualitative study.
As I reviewed data, assessments were made and data was explored using a
coding procedure. I kept all notes and data in separate files, one for each family
participant. I numbered and dated the material in the order I received it. I
printed each family's notes and data on different colored paper so that I could
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threat to valid interpretation. I carefully considered the participant's words and
actions and attempted to understand their perspectives.
The most serious threat to the theoretical validity of an account is not
collecting or paying attention to discrepant data, or not considering alternative
explanations or understandings of the phenomena you are studying (Lave &
March, 1975). To check validity, I seriously and systematically attempted to
learn how the participants in my study made sense of what was going on.
Maxwell (1996) refers to this as “member checks."
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CHAPTER III
PARTICIPANT VIGNETTES
Chapter III contains vignettes from each of the three families, the Jones,
the Langstons and the Smiths. In this study, I consider these vignettes to be a
private glimpse into their lives. Alt family names in this study are pseudonyms to
protect anonymity. The first names used in this study were selected by the
participants. Each vignette was reviewed and approved by each of the
participants in the study.
Two of the three families, the Jones and Langstons, had three participants
who included the father, the mother, and the son who had been medically
diagnosed with Tourette's syndrome. The Smith family included four
participants, the father, the mother, a son and a daughter. Both children within
this family had been diagnosed with Tourette's syndrome.
Before each family is further introduced, the differences in the ages of the
participants with Tourette's syndrome need to be addressed. At the onset of this
study, participants diagnosed with Tourette's syndrome included one 10-year old,
one 15-yea- old, one 16-year old, and one 21-year old, I did not select the
families based on their childret v's ages, but on their willingness to participate.
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TT~ Jones Family

Participants from this family were the father, Notna, the mother, AHie, and
their twenty-one-year-old son, Mark. The Jones also have a daughter who is
younger than Mark, and who does not have Tourette's syndrome. The Jones
actively enjoy doing things as a family and traveling to visit relatives. Sports had
been a large part of their family activities while their children were growing up.
As adults, they enjoy recreational sports and their individual hobbies.
Notna
Notna has lived in the same state in the upper Midwest aii his life. He
grew up with two brothers and one sister. Their family would travel and
vacation together in the summer to places like Mt, Rushmore, Glacier National
Park, Yellowstone National Park, and the Black Hills. His family often visited
family, grandparents and cousins. Notna still enjoys traveling and stated, "As an
adult family it is sdi! important and the main reason for traveling is to visit with
family."
Notna had an active childhood and described himself as always playing
outside whenever he could. He was active in school, sports, music, and
academics. He followed his desire to participate and keep busy in college and
has continued this high level of energy as a coach and teacher. He enjoys his
family and is supportive of his children.
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Affie

Allie is a mother of two children and described herself as coming from a
family with one older brother, a twin sister and a younger brother. She does not
feel her family is real close and is the only child in her family who completed
college. She stated, "I am one of four children and I come from a family that
was not close. I am the only child who completed college/' It is in college
where Allie met her husband and they have now been married twenty-six years.
Her two children are both attending college and her daugher is two years
younger than her son, Mark (who has Tourette's syndrome). She feels her
current family is much closer than the family she grew up in. Her current family
enjoys traveling and football games. Allie is active in church and personally
enjoys reading, stamping and scrapbooking. Professionally, she has been a
teacher for twenty-six years. She has taught special education, gifted and
talented children, sixth grade and eighth grade.
Mark
Mark is twenty-one and described himself as growing up involved in
athletics. He stated, "In elementary school I was involved in everything. I was
in every single thing that was offered like baseball and soccer, but in junior high
I played football, basketball and track. In ninth grade I played the same, then in
tenth through twelfth grade, I just played football and track and dropped
basketball. I enjoyed football the most, but didn't get to play much of what J
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wanted, mostly due to an injury and some problems I had with Tourette's
syndrome." He participated in YMCA sports and school sports in grades 7-12.
After high school he particpated in athletics for recreation only.
Mark described video games as a way of life and a big part of what he
does for fun. He plays games such as Atari, Nintendo, Playstation, Sega, X-box,
and PS2. Mark feels that these games help him cope. He stated, "Video games
have always been a big part of what I do for fun. Video games have always
been a way for me to take a break from my problems."
Mark feels he has a supportive family and stated that his family has
encouraged him to do his best. He stated, "My family has always been very
supportive of me and have always pushed me to be the best that I can be." He
expressed concerns of feeling too much pressure at times and stated that
pressure made him more stressed. He, too, enjoys traveling and experiencing
new things. Mark would like to continue traveling in the future.
Mark was not diagnosed with Tourette's syndrome until he was in seventh
grade. It was at that point that things began to deteriorate for Mark in school
and at home. He remembers while he was growing up that he was being teased
or mimicked by his peers. When his parents were teacning in his school, the
teasing at school was less frequent. Mark expressed concern for the school "not
doing enough for him." Mark described Tourette's syndrome as having "built
character" for him.
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The Langston Family
The Langstons are a family with three sons. Participants from this family
were the father, Kevin, the mother, Marie, and their ten-year-old son, Bill. Bill is
the youngest son in this family and has Tourette's syndrome. His older brothers
are fourteen and seventeen. The Langstons lived in two other states before
moving to the Upper Midwest, They are a recreational family and enjoy sports
by either participating in a game or by coaching. The Langstons are a very busy
family with school activities, coaching, sports, and community events.
The Langstons feel that there are much worse problems in life to deal
with than Tourette's syndrome. The Langstons are a strong family who enjoy all
sports activities while supporting family member's individual differences.
Kevin
Kevin remembers being an only child. He recalls being very close to his
cousins while growing up. He moved from a suburban neighborhood when he
was five to a smalt town in the Upper Midwest. Kevin stated, "My childhood was
happy, filled with family gatherings, church and good clean friends." He
developed a passion for golf at age thirteen, sang in a chorus, and played a
French horn throughout high school. He loved history and science and dreamed
of being a pilot. He graduated from the University of Minnesota in Aerospace
engineering and worked for NASA for eight and a half years. He later switched
to computer programming and moved back to the Midwest where he could raise
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his family, go fishing, motorcyle riding, play goif, and complete flying
simulations.
Marie
Marie is from a family of four and has one brother. Marie stated, "I have
enjoyed music all my life." She belonged to a Drum and Bugle corps from ages
10-13. She piayed in several different bands and plays her trumpet in church
almost every Sunday.
Marie has a mother and a brother who both struggle with anxiety
disorders and undiagnosed attention deficit disorder. Marie stated, "They both
were a challenge to live with." 8oth exhibited a great deal of anger in Marie's
earlier life and Marie feels that much of the time she was growing up, she was
the recipient of her brother's behavior. She felt her dad, on the other hand, was
great. She recalls playing basketball and catch with him for hours.
Marie still loves sports and she plays and coaches basketball. She
described herself as "an active observer" when the boys participate in sports.
During the last four years she has been a school bus driver, college student,
mother, friend, coach, church volunteer, and wife. She described herself as very
busy and very happy. She is looking forward to relaxing and spending more time
with her family.
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B ill

Bill is ten years oid. He described himself as having a passion for many
sports activities. He has a sparkle in his eyes when he talks about bowling,
baseball, fishing, soccer, basketball, football, playing tennis and golf. He keeps
busy with board games and video games. He enjoys playing with his friends and
riding his bike.
Bill also enjoys the family's pets, especially the family cat named
"Princess." Bill shared stories of the pets he and his family have had in the past.
Bill stated, "We once watched a black cat named Newman. My family used to
have a golden retriever named Abby." Bill does not feel his Tourette's syndrome
is a problem and he has only had the diagnosis for a year. Bill stated,
"Tourette's has not been at all bad, I blink my eyes and at night I do some
things over and over and over again, that's all." Bill is a charming young boy
who was eager to participate.
The Smith Family
The Smiths are a family of four. The father is Wilfred and the mother is
Natalie. They have been married for twenty years. Their two children, a son
and a daughter, are seventeen months apart. Anastasia, the daughter, is the
ok

t at seventeen and loves sports. Max is sixteen and described himself as

artistic, especially ioving to paint. Both children have been diagnosed with
Tourette's syndrome.
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H ie Smiths are strong members of their community. Each is a participant
in school and community events. They support one another and feet their local
community has accepted Tourette's syndrome because of their sharing and
because there are also other community members who have Tourette's
syndrome. They are not alone and their support for one another has kept their
outlook on Tourette's positive.
W ilfred
Wilfred was born and raised in the same small city where he and his
family now reside. He was athletic in high school and played football, basketball,
and participated in track. He attended college and played quarterback in
football. He received his teaching degree from a college in a nearby city in
elementary education and coaching. He was hired as a teacher and coach in his
hometown school after graduation and stated, "I am still here." Wilfred
continues to coach and stated, "Throughout the years I have coached football,
girl's basketball and golf."
In his community, Wilfred is a volunteer fireman, Emergency Medical
Technician, and grounds keeper for the golf course. His hobbies are golf, fishing
and watching his two children in school and community activities.
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N a ta lie

Natalie grew up in a nearby state and is also from the upper Midwest.
She attended a college of fashion and interior design in California. She has been
manager of several women's clothing stores from the Midwest to Pennsylvania.
Natalie moved to her husband's hometown when he took a teaching job. She is
now a local business manager for a commercial company. Natalie stated, "I
enjoy my kid's school and sports activities, shopping, gardening and decorating."
Anastasia
Anastasia is a charming young lady who has a twinkle in her eye. She
always thought she wanted to be a teacher, but her interest is changing. She
loves sports and being with her friends. She enjoys dancing and absolutely ioves
the movies. Anastasia participates in church events and expressed her belief in
God and how he has played a huge role in her life. She feels he has given her
many things to be thankful for. Anastasia stated, '1 love to go to church events
such as the two times I attended the national catholic youth conference in
Indianapolis and Houston, Texas, discipleship week, and iifeteen."
Anastasia recalled a few bad moments from her childhood. In fifth
grade she did a lot of "cracking" of her mouth. She even recalled a teacher
making fun of her. She often went home crying. Later that year, she was
diagnosed with Tourette's syndrome. She described herseif as normal, but
admitted that she gets kind of nervous sometimes. She does not think
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Tourette's syndrome is a disability and would rather that other people would not
even talk about it. She stated, "I don't really notice, i try not to think about it so
I forget about it."
Max
Max is a pleasant young man who truly enjoys sharing his appreciation for
life. Max explained, "We took out a wall in one of our rooms 3nd finished it off
and we are painting. Basically, in our whole upstairs it is ail wood flooring and in
our dining room we want to make it feel a little warmer so we are painting it a
dark buraandy. On another wail we are going to paint dark burgandy and stencil
gold and green over it." He shares a true friendship with a young girl who he
described as his best friend. He stated that he can really talk to her and they
listen to each other. He appreciates this friendship and hopes to continue it.
Max is extremely artistic. He loves to paint and has piayed the piano for
eight years. He has lived in this community all his life and described himself as
close to his mother. He wished that his father would get along with him much
better, but stated "the relationship has improved." He stated that his sister was
diagnosed with Tourette's syndrome first and then his family noticed he had
some of the same facial tics. He was diagnosed with Tourette's syndrome
approximately one year after his sister. He feels his temper is more difficult for
him than his Tourette's syndrome. He stated, ”Ya. they [parents] would tell me
to quit exaggerating and I would say I was not over exaggerating! Like, I would
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get so mad and I ran away a couple of times too." Max stated, "My whole
childhood and teenage years weren't very fun and still aren't." Max's creativity
has been an asset for him and in the fall he plans on attending a school for the
arts in the Midwest.
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CHAPTER IV
THEMES, ASSERTIONS, AND DISCUSSION
WITH REFERENCE TO RELATED LITERATURE
Included in this chapter is a statement of the overail main assertion and a
discussion of this assertion. The overall main assertion is presented with
supporting data and related literature in each of the theme areas. The themes
were grouped under fathers, mothers, and the children. The themes evolved
through analysis of the data, which included initial visits and interviews, follow
up-interviews, and correspondence. Data analysis further revealed subdivisions
or sub-assertions within each theme. The intent of this research was to gain
insight into how Tourette's syndrome impacts families.
Overall Main Assertion
Families who have a child with Tourette's syndrome want to be accepted
and supported in their communities and are willing to share their experiences to
heip other families with Tourette's syndrome.
Fathers
Theme One
Fathers of children with Tourette's syndrome are impacted by the
community's interaction with their families.
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Sub-assertion #1, The misinterpretation of Tourette's syndrome
symptoms causes fathers humiliation.
Sub-assertion #2. Fathers of children with Tourette's syndrome feel they
are supported by many community and family members.
Theme Two
Fathers who have children with Tourette's syndrome recognize different
parenting rotes.
Sub-assertion #1. Fathers who have children with Tourette's syndrome
see themselves as the disciplinarians.
Sub-assertion #2. Fathers who have children with Tourette's syndrome
identify their spouse's role as caregiver and teacher.
Mothers
Theme One
Mothers exhibit strong emotions as they share their roles as a mother of a
child with Tourette's syndrome.
Sub-assertion #1. Mothers who have a child with Tourette's syndrome
feel it has had an emotional impact on their family.
Sub-assertion #2. Mothers who have a child with Tourette's syndrome
take pride in their nurturing role.

Theme Two

Mothers feel agency and community support and understanding are not
available to families who have a child with Tourette's syndrome.
Sub-assertion #1. Mothers welcome medical support, but support is not
always found..
Sub-assertion #2.. Mothers feel schools do not provide necessary/ social
supports for their children.
Children
Theme One
Children with Tourette's syndrome identify differently the difficulties they
face with relationships at home and the difficulties they face at school.
Sub-assertion #1. Children feel Tourette's syndrome impacts their
relationships with their parents.
Sub-assertion #2. Children with Tourette's syndrome experience
difficulties in school as a result of their Tourette's syndrome.
Theme Two
Children with Tourette's syndrome are impacted by the lack of
understanding of others.
Sub-assertion #1. Children with Tourette's syndrome feel the behavioral
symptoms of Tourette's syndrome are misinterpreted.
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Sub-assertion #2. Children with Tourette's syndrome do not feel
Tourette's syndrome is a disability.
Sub-assertion #3. Despite the symptoms of Tourette's syndrome, children
with Tourette's syndrome take pride in themselves.
Following is a discussion of the overall main assertion, themes and subassertion, with supportive narrative and related literature.
Discussron of Overall Main Assertion
Families who have a child with Tourette's syndrome want to be accepted
and supported in their communities and are willing to share their personal
experiences to help other families with Tourette's syndrome.
Symptoms from Tourette's syndrome affect the entire family. Family
members support one another and have worked to be supportive of each family
member. They feel their experiences with Tourette's syndrome make them, in
many ways, the best advocates for other families with Tourette's syndrome.
They have bee'' involved in home, school and community activities and have
experience which can help others learn more about this syndrome. In addition,
they would like the community to support their family. The families in this study
have a desire to educate the public about Tourette's syndrome. As Mark said,
"people are frightened of being offensive, is what people have told me, but I
wish they would just understand."
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Most of the research that has been completed thus far has focused on the
medicai causes of Tourette's syndrome, and accommodating young children in
school and family environments. The literature revealed almost nothing about
the impact of Tourette's syndrome on families.
The label of "special education" or "disabled" left participants defensive,,
as they did not consider Tourette's syndrome part of either label. As my
research developed, I found that the ages (10-21 years) of the participants with
Tourette's syndrome enhanced the study as they would share events and
accounts of their lives unique to their particular age group. As I reflected on the
particular context in which the participants acted, I found their age impacted
their actions.
Each family interviewed included a member with Tourette's syndrome.
The themes that were revealed in the data appeared to evolve from the role of
the individual in the family diagnosed with Tourette's syndrome. Themes were
supported by sub-assertions from each sub-group of fathers, mothers and
children.
Fathers
Theme One
Fathers of children with Tourette's syndrome are impacted bv the
community's interaction with their families. Fathers participating in this study
realize the communities they live in do not always understand the syndrome.
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They fee! it is important for them to help communities understand Tourette's
syndrome and its implications on the individual and the families who are affected
by the syndrome.
Sub-assertion #1. The misinterpretation of Tourette's syndrome
symptoms causes fathers humiliation. Throughout this study, fathers expressed
concern over others who did not understand Tourette's syndrome. They had
experienced both school and medical professionals who were not familiar with
this syndrome. In their communities, they had experienced difficult public
situations, people who were not tolerant of outbursts from children who have TS
and negative comments from people in the community. Their families avoided
some activities to reduce potentially embarrassing or uncomfortable situations.
Because of their experiences, fathers would like to teach other families that they
are not alone, that it is possible to cope with Tourette's syndrome. Fathers
would like to teach families how to cope with Tourette's syndrome.
Notna explained that having a son with Tourette's syndrome is just plain
difficult at times. In their home, dealing with Tourette's syndrome has improved
over the years but sometimes in public other people just do not understand. He
believes the public is getting better, but Tourette's syndrome is still not very well
understood. He thinks others should be trained to identify and work with
Tourette's syndrome.
We dealt with getting help for him from school officials. I beiieve
that it is still not very well understood but is getting better. I think
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that the schools should have more knowledge about it before they
have to deal with it. I think that schools should hire personnel who
are trained to identify Touretted.
Wilfred, a father of two children with Tourette's syndrome, has
experienced both understanding and misunderstanding of Tourette's syndrome.
He feeis that his children are so different, yet both have experienced difficult
situations as they have grown up. He explained that they don't make an issue of
it in their family.
Socially, some of the people who knew about Tourette's syndrome
basically knew what was happening, and some people who didn't
know about Tourette's syndrome didn't understand it. Anastasia
would get teased a little bit and you know she got teased by one of
the teachers and you know when she was stretching her mouth
they thought that she was really trying to get it, and that kind of
thing happened. She would open her mouth up and that was really
about the time we were finding out about what was really
happening.
Kevin doesn't think anyone wishes any kind of "syndrome" on others.
Originally, they did not know what his son's problem was, and now that they
know, it is easier and they are learning about this syndrome. He does not think
Tourette's syndrome is a problem most of the time. Kevin thinks he did things
like blinking his eyes repeatedly when he was younger.
We have avoided some activities to avoid some potentially
embarrassing or uncomfortable situations for Bill. He blinks his
eyes once in a while and plays with his belt or elastic when playing
basketball, otherwise his only problem is his allergies, but he takes
medicine for them. I am thankful there are people who work to
make things better for Bill and others.
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Hughes (1990) addressed the criticism and harsh judgments often
placed on the parent(s) of the individual with Tourette's syndrome. This
was particularly due to the behaviors encountered by a public who does
not understand the neurological basis for the misconduct. People are
quick to judge, criticize, and blame parents who are often ready to fall
apart due to the daily strain of coping with the disability.
All 'participant fathers in this study experienced communities that
misinterpreted their child's symptoms. As a result, situations with their child in
public often left fathers feeling embarrassed or humiliated. Because their child's
symptoms waxed and waned, fathers found it difficult to predict or prevent
humiliating situations from occurring. In contrast, fathers who have a child with
Tourette's syndrome also found they were supported by their families and some
members of the community.
Sub-assertion #2. Fathers of children with Tourette's syndrome fee! they
are supported by many community and family members. Throughout the study,
the participant fathers expressed appreciation for immediate and extended family
support. They acknowledged community members who had been and continue
to be supportive. By acquiring this support from their communities, fathers of
children who have Tourette's syndrome felt their community understood and
appreciated their families despite their differences.
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Notna shared his thoughts by acknowledging everyone in his family has
been willing to help however they can. He thinks their family has been
successful while dealing with the symptoms of Tourette's syndrome. He and his
wife help their children understand how the symptoms of Tourette's syndrome
may affect them. By providing this open communication and understanding,
their family can continue to be strong.
I think our family's interaction is good. I think that everyone is
willing to help however they can. Knowing what to do when his
tics were bad and helping him deal with his emotions has
strengthened us as a family, because we had to deal with it. I
know that humor has been a blessing when dealing with tough
times. We have become closer as a family not only the immediate
family but also the extended family.
Wilfred is proud of his family. His wife is very supportive of what the kids
do. There are other community members who have children with Tourette's
syndrome that have supported their family in many ways. He believes his wife's
advocacy for their family has provided each member in the family with helpful
information that helps everyone cope and support each other.
My wife, you know, she is kind of a teacher to us, you know the old
adage that it is the glue that keeps people together? She is the
glue. Socially, some of the people who knew about Tourette's
basically knew what was happening. We would find out more
information and I basically had a meeting with all the kids in her
class and things like that and told them what it [Tourette's
syndrome] was all about. A community member was pretty
informative, about the whole Tourette's deal, you know.
Tourette's syndrome causes a strain on families and on individuals with
Tourette's syndrome (Bruun, 1984; Fulton,. 1988). Due to the strain on the
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family, families need support and it is important to provide support for them.
Behind the unusual movements of the individual with Tourette's syndrome is
someone who desperately wants to be normal and who needs to be understood
as a person.
Theme Two
Fathers who have children with Tourette's syndrome recognize different
parenting roles. Throughout the study, fathers of children with Tourette's
syndrome recognized they interacted differently with their children than mothers
interacted with the children. Also, their role as father is the same with all their
children. That is, how they act with their child affected by Tourette's is no
different than how they interact with their other children.
Sub-assertion #1, Fathers who have children with Tourette's syndrome
see themselves as the disciplinarians. Notna recalls instances when Mark was
asked to do something and Mark would just continue to do wnat he was doing.
Mark's father explained that there were times when it was frustrating to
discipline Mark when his medication or Obsessive Compulsive Disorder (OCD)
might have been the problem.
Well sometimes they would be worse than others would. At home
Mark would sometimes do things and I would tell him to stop it,. . .
like with the couch, he couldn't sit still. There were times he could
not focus because he was overmedicated. Mark usually comes to
his mother if he wants comfort.
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Wilfred recalls severs* instances when he has been the disciplinarian. It
has not always been the best situation being a teacher and a father in the same
school as his children. He considers himself to be the firm parent in the family.
What sticks out in my mind is that [when] Anastasia was in second
grade she got caught picking the paint off the restroom and I told
her to find a custodian and get a can of paint. If it had been some
other kid, I don't think I would of done that. Oh, ya; yah, but you
know what, I am pretty firm you know, I really am so for instance
if you get too firm with Max, he basically goes a-wail basically, you
know. Anastasia, I respect what she has done, she has handled it
very well.
Max has certainly been difficult because of the temper, it's
tike throwing rocks at each other and seeing who is going to give.
Kevin explained his position in the family. He also found that parenting
his second son was more difficult at times than parenting his son with Tourette's
syndrome. Bill, his son with Tourette's syndrome, had not given him a problem,
I love them all, but I am dad. I am not their best friend, but try
[to] lead by example. Our middle child has been our challenge. He
is difficult to parent at times. We disagree on some things, Marie
and I, but Bill has not given us problems.
(No references were found in the literature to support this assertion.)
Sub-assertion #2. Fathers who have children with Tourette's syndrome
identify their spouse's role as caregiver and teacher. Notna expressed support
for his wife and her persistence to discover what Mark was dealing with. He
appreciates her advocacy for Mark and knows that Mark will come to both of
them to discuss his issues.
Allie would know more about when Mark was diagnosed. I think it
was about fifth or sixth grade when we really noticed something.
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Then in eighth grade he was diagnosed. His mother is the one
who really helped find out what it was that he had. She has done
a good job with him. Mark usually comes to us both, his mother if
he wants comfort.
Wilfred expressed appreciation for his wife several times during this
research. Her research on Tourette's has provided the family with a good
understanding of the disorder.
My wife, you know, she kind of teaches us. You know the old
adage that it is the glue that keeps people together? She is the
glue. She is very supportive of what the kids do. We have an oil
and water mix, We have been very fortunate.
Kevin appreciates the time his wife has spent doing research on Tourette's
syndrome. Her knowledge about Tourette's has given the family information
that make Tourette's syndrome easier to deal with.
I am giad that my wife has had to study various behavior
tendencies. By doing research on the subject, she has made it
more easy to accept knowledge with power. She has helped us
understand that it is a disease and accept it.
Hearle (1992) characterized the family as a team. Parents need to take
an active role in the child's medical needs. Although it is up to the child's
neurologist to prescribe the best medications in the proper dosages, he or she
cannot do this without the parent's input, While the child is young there is the
need of medication monitoring, observing for side effects and behavior changes
and talking to the school nurse and the child's teachers.
In this study, the fathers of children with Tourette's syndrome find their
wives act in a role as caregiver and teacher. They attribute the strength of their
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families to their wife and appreciate their wives' continued support of the
children, despite their children's many needs.
Mothers
Theme One
Mothers exhibit strong emotions as they share their roles as a mother of a
child with Tourette's syndrome. All three mothers in this study openly expressed
how Tourette's syndrome impacts their lives daily. They appreciated the
opportunity to share information about their families to help other families cope
with Tourette's syndrome. In addition, they felt sharing their experiences could
heip support their own families in some way.
Sub-assertion #1. Mothers who have a child with Tourette's syndrome
feet it has had an emotional impact on their family. Aitie had a sincere desire to
share her thoughts with me. She found it was not easy to share at times
because of her deep emotional commitment to her child and her family. As she
spoke, she fought away tears.
Tourette's syndrome has affected our family for many years. There
is no end to its impact on our lives, but there is also no "schedule"
of its impact. Equality was not there from the education system, so
I felt we spent years just fighting for him to get something that
was right for him. Maybe because of our own ignorance and failure
to look beyond our pediatrician. Many tears have been shed over
this issue. Two summers ago, I was diagnosed with a neurological
disease. My neurologist believes that Mark inherited his Tourette's
from me. That was hard to hear. It pains me that I could be
responsible for his suffering. That cannot be changed, I know, but
it is difficult just the same. Tourette's syndrome is nasty and cruel.
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It is always there, sometimes visible, sometimes not, but always
lurking nearby.
Natalie's energy dearly exhibits her devotion to her family. Natalie went
through many trials of attempting to find out what her daughter was suffering
from. Doctors often disagreed on Anastasia's treatment and even blamed
Natalie for being an irresponsible mother. There were times she felt like she was
not a good mother because of comments made to her by physicians.
I felt like I was the worst mother in the world! I did not know what
they meant, Anastasia was only three . . . where did this come
from? "I brought my daughter in here because she has sores
around her mouth." Her mouth was constantly moving and it
would crack and then bleed and she would have impetigo, a
nightmare! Tne doctor first checked her throat and when he had
examined her, he said, "You don't need a pediatrician, you need a
psychologist." I said, "what?" [He said,] "I am pretty sure your
daughter has Tourette's syndrome." Wow, I was blown away and
went home and cried.
I felt like I was the worst mother. I could not beiieve it. So
I went home and did my homework, most definitely, and read
every book I could get my hands on. Then, a lady in town here,
her son has Tourette's syndrome. I stopped her on the street and
she said to me, not only does Anastasia have Tourette's syndrome,
but your son also has Tourette's syndrome. "What?" I said. I still
could not believe it.
Marie is a mother who truly spends much of her life being a mother. With
her three sons, she is actively involved in their lives and considers herself as the
rock of the family. When she searched for a medical reason for why her son was
doing the things he was, he was diagnosed with allergies. When the family was
told he had Tourette's syndrome years later, she felt so helpless.
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I cried at first, he doesn't share a Sot and he does not like to get
bugged about it. I know our middie son is embarrassed. Kevin
does not think It is a problem, he can be tougher on the boys.
Touratte's syndrome does not seem to affect his oider brothers, but
it does affect me.
Shimberq (1992) described a parent's emotions well. "Through no fault of
yours, you didn't know your child had an illness. Your child knows that. Try to
accept the situation for what it was and go on with your lives. At times you may
feel that you don't want to be around your own child . , . the tics drive you crazy.
We have experienced these emotions. You are not unfeeling; you're just
human." (p.3)
The emotions of mothers who have a child with Tourette's syndrome are
similarly affected. While they search for answers to their child's behavior,
feelings of helplessness are not uncommon. Often, individuals consulted for
their medical or psychological expertise are the individuals who leave mothers
feeling guilty they have not done enough for their child.
Sub-assertion #2. Wethers who have a child with 1curette's syndrome
take pride in their nurturing rote. Throughout the study mothers of children with
Tourette's syndrome expressed their need to support and encourage their
children, particularly when their children needed support.
Allie describes herself as a nurturing parent. She speaks continuously of
her support for her son. Allie believes her support of Hark has given him
strength. She also believes difficulties- related to Tourette's syndrome, that her

son has had to overcome, has given her son strength enough to deal with the
daily symptoms and problems associated Tourette's syndrome,
I think our family is pretty open and very close. When Mark needs
comfort, I am the one he is most apt to come to. I firmly believe
Mark is who h is because of his Tourette's. I'm grateful that
Mark's is not any worse that it is. What I really want is for Mark to
be happy in whatever he chooses to do.
Natalie dearly understands ner children. She is able to share her
children's needs beginning with their early years. Natalie recalls hew her
children reacted to her as she tried to hold them as a baby.
You cannot get in Max's face; nobody can. Pe is the one who
could never be touched. He was very cuddly as a baby, but only
with me. My daughter Anastasia was never cuddly. She has had
to learn to do this, whereas, Max had some of this as a baby, just a
little touch, now he is very dose to me. We have a very stmng
bond.
Marie is supportive of her family. She expresses her love and
commitment to her family throughout the study. She shares her need to spend
more time with Bill at bedtime.
I give Bill things tike a baseball or computer game in bed to help
him relax. My husband ana I don't agree on discipline. He is often
harder on him and I have to go in and comfort him afterwards. He
can't sleep . . . nightmares . . . and I let him play something under
the covers.
Mothers of children with Tourette's syndrome expressed the need to give
their children support and care when their child needed and desired more
nurturing. Because the fathers saw themselves as the disciplinarians, children
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with Tourette's syndrome came to the mothers for that emotional need. This
gave mothers a sense of pride in their role as a mother.
(No references were found in the literature to support this assertion.)
Theme Two
Mothers feel agency and community support and understanding are not
available to families who have a child with Tourette's syndrome. During
interviews, mothers openly expressed concerns about the communities in which
they resided. Mothers shared their communities' shortcomings in regards to
Tourette's syndrome.
Sub-assertion #1. Mothers welcome medical support, but support is not
always found. For example, Afiie has been deeply involved in her son's life.
Because Mark is now 21, she reflects on his growing up years and feels there
could have been so much more available for him. There were times when she
felt there was little help from the pediatrician. After she asked the pediatrician if
their son had Tourette's syndrome, he said that he did not.
We first saw symptoms in Mark when he was in first grade. We
suspected something was wrong.
He did the eye blinking,
twitching and things and every time we took him to our trusted
pediatrician, we 'were assured that he, . . . "No, he does not have
Tourette's syndrome." It wasn't until eighth grade and things got
worse that a psychologist actually diagnosed his Tourette's and we
are sure he actually had it since first grade and so it took seven
years to actually have him diagnosed.
Natalie found medical appointments discour aging and misleading due to
different opinions from physicians. She followed up on medical referrals from
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physicians, but was often given conflicting medical opinions about her daughter's
condition.
Anastasia was about three years old the first time I noticed. It was
when we were at a movie theatre, she was always a little bit hyper,
but happy hyper, she kept clearing her throat all the time and we
were in a situation when she had to be quiet. So we took her to a
pediatrician and he asked if I had noticed that your daughter is
hyperactive, I did ya, but she is happy so it is not too much of a
problem and she was just a baby at the time. He examined her for
ail kinds of crazy things. I thought he was checking her for
laryngitis and then he made an appointment with a child
psychologist and an ENT specialist:. He said, "I will be sending you
a letter to explain my findings, but I am pretty sure your daughter
has Tourette's syndrome." I didn't know what that meant and site
was only three. So I went to the ENT first, and he said, no, she
was too little to have Tourette's syndrome, she is definitely
suffering from allergies.
Let's pursue this. She had to be scoped and they knew she
had allergies and when they could kind a control the allergies, the
tics did get better.
So then we kind a dropped the whole
Tourette's thing. We noticed for years we did a lot of allergies. At
different times of the year, the allergies got worse. If the allergies
got worse, the hyperactivity got worse, and then when she was in
fifth grade her mouth was constantly moving and it would crack
and then bleed and she would have impetigo, a nightmare. So we
took her to the doctor here and they treated her and they treated it
and we finally were sent to a dermatologist who asked, "Why are
you wasting my time?" and I said, "What do you mean?” and he
looked at me and was very rude. "I just spent some time reading
her chart and your daughter was diagnosed with Tourette's
syndrome at age three," and "why did you not pursue that?" I sat
there dumbfounded and said, "where did that all come from? I am
here about her mouth; where did Tourette’s syndrome come
from?" . . . still not really understanding it. Then he said, blatantly
rude to me, "I am going to set up an appointment with a child
psychologist. This time I want you to take your daughter!" Then
he said, "I can treat the sores with salve, but they are never going
to go away until your treat the source."
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Marie shares about her son's medicai diagnosis. Bill saw several
physicians before he was diagnosed with Tourette's syndrome. Her son was
given the medical diagnosis of allergies before he was given the correct diagnosis
of Tourette's syndrome.
Weil, it happened when Bill was about age six. Bill started blinking,
like non-stop, blink, blink, blink; blinking constantly. Then, there
was a time when he was hearing voices, so we thought there was
not something right. So then, in a short amount of time he starting
making noises like "ah, ah, ah." We told him not to do it at the
time because we thought it was allergy related or something. He
had previously been diagnosed with allergies. We ended up taking
him to a neurologist; actually, we took him to a counselor first
because he has a diagnosed anxiety disorder too, and he then led
us to the psychiatrist. The appointment lasteo _ day.
Ai! three mothers of children in this study experk 'ced feelings of
helplessness and despair as they searched for answers u> their child's symptoms.
Not only were they made to fee! inadequate in their parenting skills, but they
were literally totd that their child did not have Tourette s syndrome. When they
were finally told their child had Tourette's syndrome they felt that at last there
was a name for the disorder. Sometimes they felt anger and disbelief. Once
mothers were fortunate enough to finally learn the true nature of their child's
condition they became stronger advocates for their child.
(No references were found in the literature to support this assertion.)
Sub-assertion #2. Mothers feel schools do not provide necessary social
supports for their children. Allie shares her concern over school support for her
son, Mark. Allie feels ihe:r family struggled very hard to get the necessary
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educational accommodations Mark needed. Although she and her husband were
strong advocates for their son, it appeared the educational system was not aoie
to provide appropriate services for someone who had a medical, not academic,
disability.
We really felt that accommodations should of been made for him
and you would think that with both of us working in the school
district they wouid have made changes, at least a little bit, to at
least try to understand our positions, but there were times when
Mark was out of school for weeks at a time because of his tics.
Adolescence is a difficult time for most young people anyway, but
Mark's was complicated by his diagnosis. When he was diagnosed,
he got to the high school, we were just distraught with the
educational system.
As a high school student, Mark really
struggled. Help was not readily available at the high school. No
homebound instruction, no modifications for test settings, etc. In
fact, the high school principal's solution was to put him n special
education. As educators, we couldn't believe we had to fight so
hard for Mark's needs. I believe there is real ignorance about how
Tourette's syndrome affects people. Equality wasn't there in the
education system, so I felt we spent years just fighting for him to
get something that was right for him.
Natalie shares her concerns about her children's school and the lack of
understanding others have about the symptoms of Tourette's syndrome. She
has received several phone calls from teachers regarding her children's behavior.
They did not understand the symptoms of Tourette's syndrome.
I have had some problems with some of the teachers and they will
call me. An example of what you cannot do with Max . . . Max was
sitting in the front and the teacher was having prep time with the
class and got angry with the class. Since Max was sitting in the
front row, the teacher jumped in front of him and got too dose to
his face, and you cannot get in his face; nobody can. He is one
that could never be touched, he didn't like boys wrestling or
anything like that. Max would mix behavior when it was not
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appropriate and when I tried to explain to the teachers, I would ask
what was your behavior at that moment? Wei!, you have to
understand that he just mimicked you. If you showed a tape of
him doing that he wouid be appalled because he had no due he
was doing that. He will deny and tell you he didn't do that. He has
no due, no idea!
Anastasia would get her work done and then run around the
classroom, she was always out there. The fifth grade teacher
would tell her to stop moving her mouth and the teacher would
actually get so mad at her and tel! her to stop it and tell her over
and over to stop it and he would give her another check mark. She
did not get to go on the class trip.
Marie described her son as doing well in school. She sees Biil as doing
wei! academically, but activities socially related to school can be a need area.
Marie drives bus for athletic events. There have been times when a student with
Tourette's syndrome,, other than Bill, has ridden on Marie's bus and had to sit
alone because of the body tics. A school policy c r bus policy forbid anyone
sitting next to the student maybe to protect other students from accidently being
hit from the Tourette student's body tics or maybe to protect the student with
Tourette's from other students picking on him. Marie feels society has a iong
way to go before they can truly understand and accept differences.
Society has a long way to go. They do not understand. I am
aware of other Tourette's syndrome students in his school. We
have no concerns with his learning. Tourette's syndrome dees not
affect him in school. Tourette's syndrome is not a disability for
him. It is our middle son with attention deficit disorder, which has
caused me problems, it seems like he is always in trouble. I drive
the bus to sporting events to watch the boys play. I have driven a
school bus with another student with Tourette's syndrome and he
had to sit alone because of their body tics.
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Many students have academic difficulty, not because they cannot work,
but because they cannot complete the work (Hearle, 1992). This is often due to
increased stress, which causes behavior problems and therefore affects their
performance. These behaviors may be directly related to Tourette's syndrome.
Behaviors included are: problems sustaining attention, restlessness, impulsivity,
hyperactivity, obsessive thinking, and compulsive behavior leading to rituals such
as tapping and touching.
The most useful approach a teacher can use for a child with a special
problem like Tourette's syndrome is to assist students in fostering feelings of
self-worth and self-esteem (Colligan, 1989; Wertheim, 2003). In addition,
communication is useful in building self-esteem. Listening to individual hurts and
talking with children about their embarrassments associated with this disorder is
often another positive approach that can be taken. Words reflect what we think,
judge, feel, value, honor, love, hate, fear, desire, hope for, beiieve in, and
commit to. Therefore, the classroom setting is established by the teacher and
should encourage feelings of human kindness, tolerance, and compassion. An
older student with Tourette's syndrome stated at the national Tourette's
syndrome conference (1991), "All I ever wanted was for my teacher to
understand and accept me. Underneath my tics and noises, I'm a person just
like anyone else."
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Strokes, Brawden, Camfieid, Backman, and Dooiey (1988) stated that
individuals with Tourette's syndrome might be handicapped by their inability to
mobilize their social coping skills effectively. The reason for this could be due to
lack of social skills or as a direct result of the disorder.
Students with Tourette's syndrome may achieve success depending upon
their interest, level of difficulty or challenge, purpose, opportunity for practice of
mastery, and reading level of textbooks. Providing structure, consistency, and
routine are important when combined with school and medical programs.
Children
Theme One
Children with Tourette's syndrome identify differently the difficulties they
face with relationships at home and the difficulties they face at school. All four
of the children in the study openly identified with relationships. Many times
during the interviews, the children's views on relationships were discussed.
Children with Tourette's syndrome have valuable information to share with
parents who have a child with Tourette's syndrome.
Sub-assertion #1. Children feel Tourette's syndrome impacts their
relationships with their parents. In my first example, Mark recalled his early
school years and how his relationship with his parents had grown over the years.
He recalled when he was younger, sitting on and shaking the couch because of
his tics. His parents would tell him to stop it and he couldn't stop it.
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You know it was in first grade when it started, The head jerking,,
severely even, ya know. Ail through elementary school until eighth
grade, it was just a bad habit. When I had what they thought,
those bad habits, I was always in trouble. For example, I would be
sitting on the couch and I would do these stomach tics and the
couch would shake and they would tell me to stop, and I couldn't,
you know, and I would go somewhere and I would tic more and
things like that would always happen. They would tell me to stop
and I just couldn't. I was diagnosed in eighth grade and that was
a pretty big thing, and that's when things started to change for me,
cause untii then, it was just my bad habits.
Anastasia shared her experiences and how these experiences had
changed in the last three years. She explained her relationship has been
stronger with her dad because she has been involved with sports. She is proud
of her parents and appreciates their support and over time, she has grown even
closer to both of her parents.
Well, when I was younger, I would always do some habits, like,
and then, so my mom took me to the doctor and like, they said,
she might have Tourette's and my mom didn't believe them
because they told her she had allergies and not all the doctors
agreed. So then in fifth grade, I got it really bad and I would crack
my mouth and I had Cuts. I got really, realty bad! They come and
go, but I still do them, but not as bad. In eighth grade, it started
to get really bad and I started to get teased again. I guess my
mom just thought it was a habit, so like it was really hard. Every
day I would come home crying. I remember one time my mom sat
me down and said you are going to sit here and not make any
motions. You know, I was crying and said, "I can't stop doing
these motions," because obviously I could not! Now with my
family, it is good now and I am pretty popular in school. My
mother's relationship is getting better as I get older. We have a
pretty good relationship. My dad and I have a better relationship
because of sports and stuff. [However,] it is easier to talk to my
mom than my dad.
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Max identified with his parents and how his views had changed. He was
confident that his relationship with his mother would remain strong. He was also
confident that his relationship with his father would grow. He shared his
determination to appreciate his parents despite differences in interests.
Over the years things have gotten better, but ! have aiso gotten
older and a little more mature. Talking to my family has become a
lot more easy. But overall, my family interaction has gotten better.
I can sit down and have a conversation with my mom. I cannot sit
down and have a conversation with my dad. I can not! I don't
know why, I just can't sit down and fee! comfortable. But it is not
like he has done anything to me. Well, I do not have a good
relationship with dad at ail. You know, it is that anger thing. He
has that temper too, and you know that Tourette's thing. I have
become to know I have a bad anger too, but me and my dad we
never give up.
Bill shares his understanding of how his family relates to him. Unlike the
other participants, he relates well to both his parents. Because of Bill's age, it is
apparent that some symptoms that may arise from Tourette's syndrome have
not yet appeared. These are the symptoms that others, older than he, may have
already experienced.
My mother is easy to talk to and my dad does not treat me any
different. I am closest to my fourteen year old brother because we
basically like the same things. I get along with my family. We do
things together.
Shimberg (1992) described the child who has parents, who can talk to
each other and who can acknowledge the tensions crested when a child has this
disorder. Many parents find it difficult to acknowledge that their child has an
illness. They feel powerless because they "can't make It better" (pA ). Some
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react by ignoring the problem; others stay away from the child; stii! others want
to overprotect the child. Some women will devote their lives to the child with
Tourette's syndrome, slighting their other children and husbands as well. They
try to shield the child from the world around them.
Sub-assertion #2. Children with Tourette's syndrome experience
difficulties in school as a result of Tourette's syndrome. Mark identified with
difficulties in his life while going to school, He shared two experiences where he
was teased both during and after school. He recalled times when the behaviors
associated with Tourette's syndrome has caused him embarrassment
Well, I will tell you what it was that got me. Well, I believe it was
in fifth grade, pretty sure; it was in elementary school anyway. Ya
know, I was getting some grief, socially. I had a "humf, humf,
h um f sound at the time and I would snap my fingers, and after
lunch I walked into the classroom and all thirty of the students and
the teacher were doing that to me and so, ya, I have had them all
(tics) and some together. Ya things like that happen all the time,
like this, [demonstrated his arm hinging out] . . . They were
emotionally draining on me, especially in fifth grade when my bad
habits were made fun of. Whatever, but the older I get, the easier
things are to deal with. Yes, there was actually one time here,
there was almost a fight between me and my friend and another
guy. He was, you know, just kind of talking, not really mimicking,
me, but you know I cant even remember what he said kind of
making fun of me. I was very direct and I . . . I . . . I, you know,
told him, you know, that was not cool, you know. “If you want to
make fun of something make fun of something else" and he told
me to take my retarded ass away!
Anastasia recalled one of her oast school experiences. She is excited
about school now, although she shared about being teased in elementary school.
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Despite being teased during her elementary school years, she is now clearly
appreciated by her classmates and teachers.
When I was in fifth grade, I got it really bad, and I would crack my
mouth, and I had cuts. I got really, really bad. Now it is not so
bad. Then, when I was in eighth grade, it started to get really bad,
and I started to get teased, again. Weil, I would crack my mouth
and plugged my nose, like I did it so much I cracked the side of my
mouth and one of the teachers was making fun of me, too. I am
pretty popular in school now. All my friends understand and don't
even notice it any more. Sometimes other people ask me why,
kind a like those who don't know me, and they often try to make
faces like I do, and then we blow it off. We laugh about it and they
say they don't even notice it anymore.
Max identified with his past experiences. He is not comfortable in schooi
and hopes to study away from home next year. Max dearly is able to express
his thoughts and has developed ambitions on his own,
I h3ve always been out there about some things, like my body.
Self-conscious and things, I don't know why. A person know[s]
that you can kind a feel the tension build up in you and to a certain
extent you can kind a control it, you know, so I had to leave the
room or when I had to clear my throat, . . . and my throat
stretching. So I could not do it in front of my family or in front of
my friends. I told my friends I was in this position. So I could not
do it in front of them, either. Sometimes, I would go outside and
just yell and I just hated it and so . . . with friends and anyone else
in public. I just wish the community was not so I don't know,
many things.
Bill shares his limited experiences. Unlike the other participants Bill has
not had bad experiences in school. He considers himself to be like other children
and does not see Tourette's syndrome as a problem for him. He does not think
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he has special needs. He does think his allergies can be a problem and that, at
times, he has special needs associated with his allergies.
I do not really have difficulty in school, not that I can think of
anyway. Sometimes, it affects me when I do things over and over
and over again, but it has not really been all that bad. I haven't
had any problems in school.
Tourette's syndrome has a variety of behavioral symptoms; particularly
those associated with attention deficit hyperactivity disorder t'ADHD) and
obsessive compulsive disorder (OCD). It is believed these disorders can co-exist
and can interfere more than tics do with overall functioning and performance. In
addition, this co-existence of symptoms can iead to soda! and emotional
maladjustment. Although only three to six percent of school age children have
ADHD fAbwender et a!., 1998), a majority of patients with Tourette's syndrome
have symptoms of ADHD, OCD, or both at some time during the course of their
illness (Tuien, Azzilina, Groeneveid, Passchier, & Van De Watering, 1999). For
individuals with Tourette’s syndrome, the inability to pay attention is the result
not only of coexisting ADHD, but also of uncontrollable intrusions of thoughts, or
obsessive fixation of attention on irrelevant objects, or topics of the mental
concentration that are excited in an effort to suppress tics and premonitory urges
(Jankovic, 2001).
Theme Two
Children with To j rede's syndrome are impacted bv the tack of
understanding of other;.
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Sub-assertion #1. Children with Tourette's syndrome feel the behavioral

symptoms of Tourette's syndrome are misinterpreted,
Mark is sensitive to the opinions of others. He shares a deep commitment
to educate others. He wishes people would just ask him when they do not
understand his behavior, He would be willing to share why he is doing what he
is doing if they would just ask.
I think it is the toughest thing for rne when people see it and come
to a conclusion and probably don't even know what it is or even
ask questions, see, asking questions would be good. They are
frightened at being offensive, is what people have told me, but I
wish they would just understand. When I had what they thought,
those bad habits, I was always in trouble, they would tell me to
stop and I just couldn't.
Anastasia shared her thoughts about having her tics misinterpreted. In
one case, a teacher's reaction made Anastasia very uncomfortable. She respects
teachers and their roles and expects them to know what is right and wrong.
Making fun of someone is nothing anyone should do.
Sometimes people ask me why? Kind a like those that don't know
me and they often try to make faces like I do. I think it is a
challenge kind a, like to be able to overcome . . . to make friends
like anyone and to do anything anyone else can do. People who
don't know what it is like, like that person is weird or something,
cause they do not know anything about it. The teacher did
apologize to me, but this didn't really help because you are a
teacher, you should net be making fun of anyone.
Max shared his attitude regarding others opinions. He described how he
would have to concentrate very hard to suppress the tics so others would not
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notice.. He is aware that tics are difficult to suppress at times, and this can cause
problems for you later.
I just hated it and so with friends and anyone else in public, . . .
most people know about it, but even now-a-days kids would not
make fun of Tourette's syndrome; but if it was a person with more
severe case, that is where they are going to be laughing at me.
It was like a huge build up in your brain. After a while, it is
like reading a book, but if you pay attention to it, vou know you are
doing it, but you want to try to hold it back, you never want to do
that, because then they will all come out at once, and that is really
hard, it is like having an attack and that is kind a scary.
Bill did not have any thoughts on the misinterpretation of Tourette's
syndrome. Because he has only been aware of the syndrome for one year, this
area is beyond his years of experience.
The majority of individuals with Tourette's syndrome who are old enough
to describe their own emotional climate will speak of "inner tension" (Bruun,
1989). Many people do not fee! they have been successfully treated until the
"inner tension" has been alleviated. Emotion is not attached to the performance
of tic acts with the exception of frustration from the inconvenience they cause.
Sub-assertion #2 Children with Tourette's syndrome do not feel
Tourette's syndrome is a disability. Throughout, the study, children expressed
concern about the need to label Tourette's syndrome as anything at all. They
liked to refer to it as a habit you don't want to think about. Mark shared his
thoughts, "A disability is not what I have. I am saying mine is medicai and they
would not help me." Anastasia described Tourette's syndrome, "I think [it] is a
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challenge, kind a, like to be able to overcome, to make friends like anyone and
to do anything else anyone else' can do. It is not a disability." Max expressed
his views, . , .
In some ways, yes, and in some ways, no. If people have it and
cant carry out an activity because they are not thinking dearly, in
that way it is. But no, because you look at a lot of famous people
and they have no idea you have Tourette's.
Bill did not think. Tourette's syndrome is a disability and had no further
comments on this issue.
Strokes, Brawden, Camfield, Backman, and Dooiey (1988) stated that
individuals with Tourette's syndrome might be handicapped by their inability to
mobilize their social coping skills effectively. The reason for this could be due to
lack of social skills or as a direct result of the disorder.
Sub-assertion #3. Despite the symptoms of Tourette's syndrome, children
with Tourette's syndrome take pride in themselves. Throughout this study, the
children identified their strengths. They considered themselves as average or
above average in many areas.
Mark expressed his thoughts. He did not feel he had been given a chance
to learn like other students. Because he was always having to deal with the
symptoms of Tourette's syndrome, he would miss classes and not be allowed to
participate in activities. Despite this, he has done very well.
I am not the smartest, but I am in the top 30-40% of my class. I
think I have a lot to offer and I am a Spanish major. I speak fluent
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Spanish. I have volunteered for studies on Tourette's syndrome
and I want to do anything to help with research.
Anastasia shared her abilities in sports. She is athletic and is considered a
good student. She wants to be a dietician or a lab technician or maybe even
study forensic medicine. She has not made up her mind to which one she will
choose, but she does not limit herself due to her Tourette's syndrome.
Well in seventh and eighth grade, I played volleyball and I didn't
like that at alt (smiles and giggles). It was a weak sport. So then
in ninth and tenth grade, 1 ran cross country. Then, they cut it. I
played basketball since elementary and then I ran track since
seventh grade. I am pretty popular in school. Today, my interests
are sparked by a dietician and a lab technician. I thought I might
be interested in forensic medicine, too. Like when I am off by
myself, I feel normal.
Max takes pride in his accomplishments and is obviously very confident.
He shared his many talents. Max feeis he can do almost anything he sets his
mind to.
I have been driving for a fair amount of time and I am a good
driver. I am in piano competition. I am a perfectionist. I am
creative and artistic. I have applied to go to an Arts school and
applied to go to Japan.
Although children with Tourette's syndrome have experienced limitations,
they do not feel it has been or will be a problem for them in the future. They
have a variety of skills and they are confident they will use their skills as assets
in the future.
(There were no references found to support this assertion.)
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CHAPTER V
SUMMARY, CONCLUSIONS, RECOMMENDATIONS, AND REFLECTIONS
The purpose of this study was to discover the impact of Tourette's
syndrome on selected family members and children diagnosed with Tourette's
syndrome. What is the impact of Tourette's syndrome on fathers who have a
child with Tourette's syndrome7 What is the impact of Tourette's syndrome on
mothers who have a child with Tourette's syndrome? What is the impact of
Tourette's syndrome on a child with Tourette's syndrome?
Each participant family lived in the upper Midwest. Two families each had
one child diagnosed with Tourette's syndrome and one family had two children
medically diagnosed with Tourette's syndrome. I met with each participant and
obtained information through taped interviews, in-depth conversations, and
observations. The data collection lasted twelve months.
From the data, there emerged two main themes for the fathers, mothers,
and the children. These themes and assertions are stated in the following
sections.
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Overall Main Assertion
Families who have a child with Tourette's syndrome want to be accepted
and supported in their communities and are willing to share their experiences to
help other families with Tourette's syndrome.
Fathers
Ttieme One
Fathers of children with Tourette's syndrome are impacted by the
community's interaction with their families.
Sub-assertion #1. The misinterpretation of Tourette's syndrome
symptoms causes fathers humiliation.
Sub-assertion #2. Fathers of children with Tourette's syndrome also feel
many community and family members support them.
Theme Two
Fathers who have children with Tourette's syndrome recognize different
parenting roles.
Sub-assertion #1. Fathers who have children with Tourette's syndrome
see themselves as the disciplinarians.
Sub-assertion #2. Fathers who have children with Tourette's syndrome
identify their spouse's role as caregiver and teacher.
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Mothers

Theme One
Mothers exhibit strong emotions as they share their roles as a mother of a
child with Tourette's syndrome.
Sub-assertion #1. Mothers who have a child with Tourette's syndrome
feel it has had an emotional impact on their family.
Sub-assertion #2. Mothers who have a child with Tourette's syndrome
laKe pride in their nurturing role.
Theme Two
Mothers feel agency and community support and understanding are not
available to families who have a child with Tourette's syndrome.
Sub-assertion #1. Mothers welcome medical support, but support is not
always found.
Sub-assertion #2 Mothers feel schools do not provide necessary social
supports for their children.
Children
Theme One
Children with Tourette's syndrome identify differently the difficulties they
face with relationships at home and the difficulties they face at school.
Sub-assertion #1. Children feel Tourette's syndrome impacts their
relationships with their parents.
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Sub-assertion #2. Children with Tourette's syndrome experience
difficulties in school as a result of their Tourette's syndrome.
Theme Two
Children with Tourette's syndrome are impacted by the lack of
understanding of others.
Sub-assertion #1. Children with Tourette's syndrome feel the behavioral
symptoms of Tourette's syndrome are misinterpreted.
Sub-assertion #2. Children with Tourette's syndrome do not feel
Tourette's syndrome is a disability.
Sub-assertion #3. Despite the symptoms of Tourette's syndrome, children
with Tourette's syndrome take pride in themselves.
Fathers identify with their families and are strong supporters of their
family. They appreciate support from the community and view themselves as
advocates for their families. Fathers acknowledge that the Tourette's syndrome
in their family has made their community iook at them differently than other, so
called "normal," families in the community, but this has made them a stronger
family.
Mothers clearly identify with their emotions and take pride in their
nurturing role as a mother. They openly express their feelings and the impact
that Tourette's syndrome has had on their families. For example, mothers
become frustrated when medical support is misleading or not available. In
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addition, schools do not provide the necessary social supports their children
need, Despite these feelings, mothers continue to identify with their role as a
mother, the caregiver.
711e children in the study identify with their parents. They feel that each
parent is supportive, however, fathers and mothers relate to their children in
different ways. The children feel accepted in their communities when the public
is familiar with Tourette's syndrome, although they think Tourette's syndrome
can be a problem in certain settings when the public misinterprets the
symptoms. In their eyes, Tourette's syndrome is not a disability, and they take
pride in themselves, which is probably a result of the support they receive from
their families.
Conclusions
It is apparent that this study cannot be generalized to other families with
children who have Tourette's syndrome. Rather, it brings to our attention the
need for continued interaction between parents, other family members, and the
community in regard to the issues that evolve from the diagnosis of Tourette's
syndrome.
Families who have children with Tourette's syndrome found that support
was welcomed, but not often found. When this tack of support in their schools
and communities was due to lack of understanding, famiies became very
frustrated.
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It is apparent that even if their child with Tourette's syndrome was not in
need of special education services under the Individuals with Disabilities
Education Act, commonly known as TOEA, then he or she may have been eligible
for services under Section 504 of the Rehabilitation Act, and a 504 plr

could

have been written. Under Section 504, a medical condition, like To* atte's
syndrome, would qualify the child for service and a team would ne d to
determine if the child would receive educational benefit from a 504accommodation plan. This type of pian would appear to have been appropriate
for students in this study who needed accommodations or modifications in the
school curriculum or because of their medical needs.
Families looked for medical help when their children were young;
however, it took several years before a medical diagnc

was found. For Mark,

it took seven years; Anastasia, seven years; Max, two years; and for Bill, it took
three years. In each case, the families were sent 3 several different physicians
before a medical diagnosis of Tourette's syndro;

was given to their child. The

families became discouraged and then relieved when they were finally given a
diagnosis.
Fathers and mothers had different perceptions with respect to the ievel of
support that existed. Fathers felt the community misinterpreted symptoms of
Tourette's syndrome, which often times caused difficulties; however, they also
felt their families were frequently supported by some community members.
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Mothers welcomed support and respected the support given to their
children from physicians who were considered to be experts in the medical
world. Unfortunately, mothers frequently left doctors' offices feeling they had
done something wrong. Similarity, the lack of support from their child’s
educational system left mothers feeling the school did not respect their expertise
on what was best for their child. Mothers felt the school system had
preconceived notions about their parenting skills. Despite this, mothers
appreciated verbal support from their communities.
The participants openly shared during the interviews. Bill said the least,
probably because he is the youngest and most inexperienced in regards to
Tourette's syndrome. There did not appear to be any difference in the amount
or content of what was shared from any of the other children with Tourette's
syndrome.
While we talked about sports during initial conversations, sports as a
theme did not present itself during subsequent interviews. All of the families
were involved or had been involved in different sports.
Recommendations
The following recommendations have been made for communities and
professionals who live and work with families who have a child with Tourette's
syndrome.
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1.

Communities, schools, and medical professionals need to listen to
parents who have a child with Tourette's syndrome. The families who
live with Tourette's syndrome daily are knowledgeable and want to
share their experiences to help other families.

2.

Communities, schools, and medical professionals need to listen to
children with Tourette's syndrome. Children who have Tourette's
syndrome want others to listen to them. They recognize themselves
as being part of every community and do not want their symptoms to
be misinterpreted.

3.

Schools need to educate their faculty about Tourette's syndrome and
the symptoms associated with this disease. Children want to be
children and not to

victims in a society who fails to understand

they are human and have feelings too.
Recommendations for Future Research
1.

If I were to approach this study again, I would limit my research to a
one family case study. The amount of data acquired (250 typed
pages of transcription and notes) in this study was often
overwhelming and sorting the data was time consuming. Limiting the
study to one family would provide rich data with a narrower focus.

2.

A second study using the same participants would provide an
opportunity to extend data collection over a longer period of time.
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When collected, the data may produce patterns from present to
future, allowing for implications about the impact of Tourette's
syndrome on families over a long term period.
3.

Completing a quantitative study with hundreds of participant families
may produce a broader range of information about the impact of
Tourette's syndrome on families. The data gathered may produce
more information to educate others about Tourette's syndrome.
Personal Reflections

I did not know* what to expect when I started this qualitative research
study. Some of the time, what I learned and experienced from this study was
exhilarating. At other times, I found myself overwhelmed and distraught.
I attempted to thank the participants on a regular basis for their droughts,
comments and explanations; however, they kept expressing to me their
appreciation for having someone who would take the time to listen to them.
They shared their thoughts in a way that I could understand and I appreciated
their openness while they shared some of their tear-jerking experiences. They
did not look for sympathy, but rather for acceptance from communities, which
were not always so accepting.
1 have always remained interested in the evolving history and research in
the area of Tourette's syndrome. What is distressing to me, is that many of the
same problems my family experienced' with the community, school and medical
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field twenty-five years ago stilt exist today. Even though parents appear to be
more educated about Tourette's syndrome, societies have not made great gains
in understanding and accepting Tourette's syndrome.
I recall many incidents that happened to our family when my son with
Tourette's syndrome was between three and eleven years old. There was the
time my son ran up to the preachers pulpit and said, "Jesus Christ, bitch?" over
and over again and the preacher stopped the service and said, "Mrs. Olson, will
please come up here and get your son, you are not welcome and please do not
ever come back again." There was a time when the allergist told me, "I don't
think your son is the problem, you are?" That was after I had tried to keep an
over-active young child in a six by eight room for three days with nothing to do
except wait for the nurses to come in and check his allergy reactions or inject
him witti a new one. There were many times my son would stay awake all night
because he was having dreams that lasted into the daylight and for weeks at a
time. There were many times when the school district would not allow him to
attend our focal school and sent him home and told us, "they were tired of
babysitting him and be was incapable of learning anything. The place for kids
like that was not in a public school."
Parents continue to be the strongest advocate for a child diagnosed with
Tourette's syndrome. On the other hand, there is a lot of work left to be done in
the communities. Little gains have been made in the social acceptance of
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Tourette's syndrome in the last couple of decades, Schools continue to struggle
with accommodations for children with Tourette's and the medical diagnosis of
Tourette's syndrome can stiil take years.
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APPENDIX A
RESEARCH CONSENT FORM

Researcher: 3udy Olson
Participating Institution: University of North Dakota
Qualitative Research
Purpose/Procedure:
You are respectfully invited to participate in a research project to explore the
nature of interactions between families who have a member diagnosed with
Tourette syndrome. The researcher will be interviewing and/or observing family
members. The observations will usually last from approximately 15-20 minutes to
no more than 60 minutes. The family member and the researcher will agree on
the time and place of each observation or interview.
The researcher will be observing communication patterns and the resulting
behaviors and interactions. You will be given the opportunity to review data
collected for accuracy. Pseudonyms will be used rather than actual names of
locations and people.
Interviewing:
The researcher will be interviewing the family members in a non-evaluative
format eliciting the subject's interpretations and reactions regarding classroom
teaching and learning. The interviews will be recorded on audiotape. Data will
be given back to the participant for review of correctness and accuracy.
NO PERSONALLY IDENTIFYING INFORMATION Wild. BE USED OR KEPT BY THE
RESEARCHER.
Thank you for your interest and participation in this project.
We the undersigned agree to the above procedures:
Parent of child with T S :______________________________ Date:
Child:_____________________________________________ Date:
Researcher:______________________ _________________ Date-
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Dear

I am writing to confirm plans we made for my research on the subject of
Tourette's syndrome. As discussed before, this research is part of my doctoral
studies at the University of North Dakota. The title of my dissertation is
"Relationships between Children who have Tourette's syndrome and their
Parents,"
The purpose of this study is "to explore relationships between children with
Tourette's syndrome and their parents." After a review of the literature I
determined that there is little anecdotal evidence regarding this issue in families,
and likewise there is no study that looks at these relationships in a systematic
manner. Most of the research that has been completed thus far has focused on
the medical causes of Tourette's syndrome, and how to accommodate children in
school and cope with family environments. There is no research that looks at the
possibility of linking the relationship between interactions of child and parent and
how family interactions may affect the children who have Tourette's syndrome.
I feel there is much to learn about Tourette's syndrome, particularly in the area
or family connections. Evidence from research implies there are conflicting
results in the transmission of genetically controlled characteristics or qualities for
parent offspring causing Tourette's syndrome. Due to theses inconsistent results,
the research leads me to believe that methodological differences in family
ascertainment, phenotypic definition, diagnostic assessment and data analytic
approaches may also represent some differences among families. As a way of
increasing the knowledge base of the unique differences within families, this
information may assist families in building relationships with their child who has
Tourette's syndrome by providing blueprints of participant parent and child
relationships.
For the research, I will interview you during a pre-scheduled time. The interview
will last less than one hour. I will audiotape the interviews which will later by
transcribed by only me. Any notes that I take will also be later transcribed by
only me. Ail notes and tapes will be kept iocked up in my home end will not be
shared with others.
To protect your identity, I will change your name and all identifying information
about you, Including family member names. If at any time you wish to withdraw
from this research, please iet me know. I will respect your wishes.
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As we discussed, there may possibly be a need for me to contact you again at a
future time due to clarification of, or obtainment of additional information or as a
follow-up to your original answers. This letter serve an informational purpose for
you and by your signature below, you are consenting to participation in this
project, under the above conditions. If you have any questions or need additional
information, please contact me at (218) 435-1238, or my advisor Dr. Lynne
Chalmers at (701) 777-3187.
Thank you in advance for you interest and participation in this research project. I
appreciate you support and interest in continuing efforts in the area of Tourette's
syndrome.
Sincerely,
Judy Olson
35309 390th Ave SE
Fosston, MN 56542

Parent of child with T S ________________________ Date:
Child_______:_________________________ _____ Date:
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APPENDIX B
GUIDED INTERVIEW QUESTIONS FOR THE
CHILD WITH TOURETTE'S SYNDROME

1.

Could you tel! me about your family?

2.

Can you tell me about how you were diagnosed with Tourette's
syndrome? Do you recall when that was?

3.

Could you tell me about your experiences with Tourette's syndrome?

4.

How does Tourette's syndrome impact your family?

5.

I would like you to tell me how you are affected by Tourette's syndrome?
Do you consider it a disability?

6.

Tell me about interaction between you and your mother.

7.

Tell me about your interactions between you and your father.

8.

If you could change anything about the way Tourette's syndrome is
addressed by society, what would you change?
Why?

8?

APPENDIX C
GUIDED INTERVIEW QUESTIONS FOR THE
PARENT OF THE CHILD WHO HAS TOURETTE'S SYNDROME

1.

Could you tell me about your family?

2.

Can you tel! me about how your child were diagnosed with Tourette's
syndrome? Do you recall when that was?

3.

Could you tell me about your experiences with Tourette's syndrome6
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4.

How does Tourette's syndrome impact your family?

5.

I would like you to tell me how you are affected by Tourette's syndrome?
Do you consider it a disability?

6.

Tell me about interaction between you and your child.

7.

Tell me about the interactions between you and your children.

8.

If you could change anything about the way Tourette's syndrome is
addressed by society, what would you change7
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